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ABSTRACT
PARENTAL STRESS AND BOUNDARY TURBULENCE: AN INVESTIGATION
OF PARENTS DISCLOSURE OF CHILDREN WITH AN
AUTISM SPECTRUM DISORDER DIAGNOSIS

L.Bryan Wilcher, MA
Department of Communication
Northern Illinois University, 2016
Mary Lynn Henningsen, Thesis Director

This study uses communication privacy management theory (i.e., CPM) as a framework
to understand the communication that occurs between parents who have a child with an autism
spectrum disorder (ASD) diagnosis and people outside of the parental dyad. The study focused
on the foundations of privacy rules and boundary turbulence for parents of children who have an
ASD diagnosis. Overall, the results indicated a great deal of support for the application of CPM
in this context. Parents were able to articulate why and when they share information about their
children’s autism spectrum diagnoses. The results support the investigation of core and catalyst
criteria governing private information sharing in this context. Their responses supported that
privacy orientations affect disclosure.
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CHAPTER 1
INTRODUCTION
Parents shoulder a lot of responsibility. When a newly made parent emerges, they have
questions: what type of soap to use, breastfeed or formula, co-sleep or crib, and the list goes on.
Parents also form patterns of disclosure about their children that become privacy rules for the
dyad. When children face challenges like developmental delays or special needs diagnoses,
those privacy rules are adapted and revised; that is particularly true of parents who have a child
with an autism spectrum diagnosis. Privacy rules govern information sharing and inform the
permeability of the boundary between public and private information (Petronio, 2002).
Furthermore, Petronio (2013) elaborated that privacy rules fall into two groups: core and
catalyst. Core criteria rules are based on culture, gender, age, etc., and function as the heuristics
people follow in developing rules. On the other hand, catalyst criteria are motivational forces that
are responsive to unique situations (Petronio, 2013). Privacy rules are broken occasionally and
that is called boundary turbulence.
This study used communication privacy management theory (i.e., CPM; Petronio, 2002)
as a framework to understand the communication that occurs between parents who have a child
with an ASD diagnosis and people outside of the parental dyad. The study focused on the
foundations of privacy rules and boundary turbulence for parents of children who have an ASD
diagnosis. To begin, however, the literature on why ASD challenges the privacy of parents is
reviewed. ASD is a stressful diagnosis and parents may need to seek social support.

CHAPTER 2
LITERATURE REVIEW
Parents of Children with ASD
Parents of children with an autism spectrum disorder (ASD) experience high levels of
stress. Parental stress has been studied extensively. For example, Baxter, Cummins, and Yiolitis
(2000) studied how stress affects family members differently in families when children have an
ASD diagnosis compared to families without a child with an ASD. In Baker, McIntyre, Blacher,
Crnic, Edelbrock, and Low (2003), they found that children with ASD are more likely to exhibit
behavioral problems (i.e., disruptive behavior outside the norms of social etiquette, “stimming”
or repetitive physical movements, reciting, singing, or violating interpersonal space norms) than
children not diagnosed; these behavioral problems are stressful for parents. Jones and Passey
(2005) looked at predictors of parental stress including the stress of dealing with friends, family,
and doctors or other professionals. As part of their stress, parents of children with an ASD
diagnosis may experience depression. In Olsson and Hwang (2001), they looked at depression
among parents of children with ASD and reported parents report higher levels of depression and
that the depression diagnosis caused stress. In addition, Hastings (2003) reported that mothers’
stress indicates possible relational stress between parents. Repeatedly, it has been noted that
families with a child with an ASD diagnosis feel more stress than families raising children with
any other special needs diagnosis (e.g., Boyd, 2002; Sanders & Morgan, 1997). One of the main
goals of this thesis is to investigate boundary turbulence as a possible source of stress for parents
of children with an ASD diagnosis.
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The parental stress literature is related to performing caregiving. The extant literature of
parental stress often focuses on caregiving tasks. For example, parental stress research was
presented in Baker, Blacher, Crnic, and Edelbrock (2002). In this study, they reported that
parents with children with an ASD diagnosis experience more stress than parents with children
without an ASD diagnosis due to providing care for their child. Plant and Sanders (2007; see
also Dunn, Burbine, Bowers, & Tantleff-Dunn, 2001; Sanders & Morgan, 1997) also found that
care giving tasks cause parental stress. Mothers, in particular, are the focus of this literature
because it is more likely than not that it is the mothers who tend to be caregivers in the family
(Bristol, Gallagher, & Schopler, 1988).
Stress of parents of children with an ASD diagnosis is associated with children
performing troublesome behaviors. Dunn et al. (2001) examined the relationship between the
child’s behavior and parental stressors. In Hastings (2003), it was asserted that the main cause of
parental stress is thought to occur when children exhibit troublesome behavior problems. These
behaviors were thought to revolve around meeting the child’s desires, a challenge for most
parents, but ultimately, when these troublesome behaviors occur, the environment, whether
inside the home or outside, will modulate the intensity of the troublesome behavior (Hastings,
2003). Several researchers have focused on behavior problems as a source of stress to caregivers
(Boyd, 2002; Olsson, & Hwang, 2001; Sanders & Morgan, 1997). The results of these articles
seem to agree that child behavior is more difficult to manage in external environments,
especially if the caregiver has to intervene on behalf of the child with an ASD diagnosis. Forced
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interaction dealing with a child’s diagnosis could be perceived as a threat to privacy. That type of
intervention may be boundary turbulence.
In addition, the amount of parental stress is associated with the functioning level of
functioning ability of the child with an ASD (Ferguson, 2002). It is commonly said among
parents who have a child with an ASD diagnosis, “if you meet a child with autism, you have met
‘a’ child with autism.” This is to say that the spectrum of abilities varies so much that no two
children with ASD are the same. This presents challenges to the caregivers because of the
individualistic needs of a child with ASD. Strangers may believe they understand ASD diagnosis
but could have misperceptions pertaining to each specific child.
Stress of parents with children with ASD relates to severity and behavior problems, but it
also relates to the anticipation of children’s future needs. The parenting literature indicates that
stress occurs not only during parenting tasks but also in anticipation of them. For example, in
Wong, Mailick, Greenberg, Hong, and Coe (2014), this was shown by measuring the cortisol
levels in mothers of children with an ASD diagnosis and comparing their cortisol levels to
mothers who are under tremendous work-related stress. “It was found that mothers of children
with developmental disabilities, showed lower cortisol levels the next morning. This is a result
that is consistent to those who suffer post-traumatic stress disorder (PTSD), some types of job
burn-out stress, and chronic pain sufferers” (Wong et al., 2014, p. 140). The fact that parents
with children with ASD experience stress on the biological level, quantified by a cortisol test, is
strongest evidence that parents are under a lot of strain. The balance of cortisol levels that are
present within the body at any one time is extremely important for overall health. Having too
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much or too little cortisol can cause a number of issues that range from minor to serious. The
effects of having too much cortisol in the body can include rapid weight gain, high blood
pressure, muscle weakness, and severe mood swings that manifest in anxiety and depression
(Wong et al., 2014). On the other hand, individuals who possess an extremely low amount of
cortisol are susceptible to experiencing problems such as dizziness, fatigue, weight loss and a
peculiar darkening in certain skin areas (Wong et al., 2014).
Parents of children with an ASD diagnosis are stressed; when people experience stress,
they seek support. This section focused on the parental stress literature. The next section reviews
the research on seeking social support.
Social Support Seeking
Parents of a child with a diagnosis of ASD experience stress; stress leads to a need to
seek support. The amount and nature of support that may be needed by parents depends on the
level of functioning ability of the child. In Wolfe and Wekerle (1994), Bowers and Gesten
(1986), and Lord, Bristol and Schopler (1993), the researchers argue that social support is a type
of coping mechanism that has been found to be a buffer against stress. Hastings (2002)
highlighted the importance of social resources and support for all levels of disability. In general,
the evidence seems to suggest that parents who are stressed would benefit from social support.
Seeking social support, however beneficial, also comes with the associated risk that a parent
needs to reveal private information about his or her child in order to gain assistance. In seeking
social support, parents may share private information that otherwise they would not. Sharing
typically private information may be experienced as boundary turbulence. Little is known,
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however, about how or why or to whom parents might reveal information about their child’s
diagnosis. One goal of this study is to investigate the privacy rules that parents use to govern the
disclosure of their child’s diagnosis.
One possible target of requests for social support is likely to be their child’s other parent.
Parents typically are not prepared for the stress involved with raising a child diagnosed with
ASD. That is, of course, unless one of the parents has prior experience with dealing with
disability (Floyd & Gallagher, 1997). The person who is ablest to understand parental stress is
the other person who is experiencing parental stress.
The extended family is the next logical support system that parents may seek, but again,
unless there is experience within the family, the efficacy of the social support may be limited.
Although families can provide support to individual parents, an adversarial overtone can arise
that can be counterproductive to the task at hand (Saloviita, Itälinna & Leinonen, 2003).
In addition to family, parents may seek social support from people who are not members of their
family. Parents seek support from professionals such as developmental pediatricians,
psychiatrists, online communities, local organizations (e.g., local Easter Seals chapters), or
national organizations (e.g., Autism Society of America) (Ferguson, 2002). Professional support
may be costly and as a result may not be a common avenue for seeking social support (Davis, &
Carter, 2008). Many of the possible sources of support provide support for the child and limit
resources toward the social support of parents which can exacerbate emotional distress (Baker et
al., 2003).
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The literature on parenting a child with an ASD diagnosis supports the assumption that
parents of children with an ASD experience stress. This stress is caused by several factors
including caregiving tasks, difficult behavior, level of functioning ability of the child, and future
needs of the child. Seeking social support can relieve that stress, if done effectively. Parents, by
seeking social support, may be required to share private information. This private information
may be about their child and this can cause boundary turbulence. In the next sections, I review
the literature on CPM and then describe the boundary turbulence of parents of children with an
ASD diagnosis.
Communication Privacy Management
Petronio’s (2002) communication privacy management theory assumes that individuals
own their private information. Metaphorical boundaries are posited to exist around private
information. People feel a dialectical pressure simultaneously to keep their private information
private and to share it with others (Petronio, 2002). As a result, people develop privacy rules to
govern how and with whom they should share their private information. According to Petronio
(2002), these boundaries can be made permeable through privacy rules. Once shared, private
information becomes co-owned between the original person and the person who now knows the
private information. Essentially, once an individual knows something, he or she could share it as
easily as the person who shared it with that individual. Boundary coordination indicates coownership of private information and facilitates how co-owned, private information is shared
between the dyad and, subsequently, those outside the dyad.
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Privacy Rules
Petronio (2013) has argued that two types of criteria lead to the construction of privacy
rules: core and catalyst criteria. The core criteria function in the background and include culture,
gender, and general privacy orientations (Petronio, 2013). The catalyst criteria act and are
responsive to needed change. Rule change occurs when risk-benefit ratios vary due to a catalyst
and when motivations for sharing privately held information arise (Petronio, 2013). Core criteria
are longer term, more stable patterns of private information sharing. Catalyst criteria are
responsive to the situation or circumstances of the individual at that moment.
In the previous sections, I reviewed the research on parental stress and seeking social
support among parents who are raising a child with an ASD diagnosis. The dialectic of wanting
privacy about their child’s diagnosis and wanting to share information in order to seek social
support are parallel to the general share-conceal dialectic that Petronio (2002) explicates in CPM.
As such, the first step in using CPM is to study the communication of parents who have a child
with an ASD diagnosis is to examine the privacy rules of the parents. Privacy rules are the
subject of the first research question.
RQ1: What core and catalyst privacy rules do parents report?
Petronio (2013) argues that privacy rules, used over time, develop into privacy
orientations. Serewicz and Canary (2008) have found that families develop internal and external
privacy orientations. Internal orientations reflect how much information family members share
within the family to other family members. For example, do teen children share everything with
their parents? If they do, the internal orientation is open. If not, the family has a closed internal
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orientation. External orientations reflect a similar pattern but between family members and
individuals outside of the family. The basis of these orientations, according to Petronio (2013),
is the pattern of frequent information sharing over time. The pattern becomes the privacy
orientation. Therefore, Research Question 2 deals with the frequency of information sharing by
parents with a child with an ASD diagnosis.
RQ2: Do privacy rules predict the frequency of sharing a child’s ASD diagnosis?
Boundary Turbulence
CPM also defines the concept of boundary turbulence (Petronio, 2002). Boundary
turbulence occurs when a person who knows private information shares that information with
someone who would not normally be allowed to know it. Sometimes boundary turbulence occurs
by accident: a person lets a piece of information slip without intending to do so. More often,
Petronio (2002) argues that boundary turbulence occurs because the dyad fails to explicitly
discuss how to handle private, co-owned information.
Petronio (2002) acknowledges that boundary turbulence may occur because of intrusive
questions or other types of behaviors that trigger sharing information. In the case of a parent
who has a child with an ASD diagnosis, the child’s behavior may lead to questions from
strangers or to strangers’ behaviors that make the parent feel that he or she needs to share private
information. Therefore, the third research question addresses the experience of boundary
turbulence.
RQ3: What types of boundary turbulence do parents of children with an ASD diagnosis
report?
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The boundary turbulence caused by the communication of a child’s ASD diagnosis can
vary. The conversation itself needs to be evaluated for its communication competence (Canary &
Spitzberg, 1989). Communication competence is defined as the evaluation of the use of a
communicator’s goal for the conversation and how the goal is achieved through effective and
appropriate communication. Research Question 4 connects conversational evaluations with the
experience of boundary turbulence.
RQ4: Are types of boundary turbulence associated with the evaluations of the
conversation?

CHAPTER 3
METHOD
The goals of this study were to determine how and when a parent with a child diagnosed
with ASD would reveal their child’s diagnosis information. Communication privacy
management (Petronio, 2002) contends that there are privacy boundaries and that these
boundaries are created and governed by rules. Examining these situations through a survey
designed to reveal parent’s interactions. The following chapter describes the procedures and
methodology used for data collection in this study.
Participants
Participants were parents, both mothers and fathers, of children with an ASD diagnosis.
They were recruited via email invitation and online posting and were asked to complete an
online survey. The recruiting statement was distributed via the internet. It was posted on
Facebook. It was also emailed to various autism spectrum disorder social support online
communities (Autism Now, Autism Speaks, Autism Mommies, WSDRA Western Suburbs
Disability Recreation Association, Indian Prairie Disability Parents Group).
After recruiting, the sample was 158. (N=158) participants. Ninety-four percent of
participants were female (n=148), and six percent of respondents were male (n=10). The average
age was 41 years old (ranging from 20 to 76). Eighty-six percent of the participants were
Caucasian, 1.3% were Black or African American, 3.2% were Asian, zero were Hawaiian
Islander/ or other Pacific Islander 3.8% were American Indian or Alaskan Native, and 5.1% were
other and one did not answer. Ninety-eight percent of participants did parent a child or children
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with an autism spectrum diagnosis; 2% reported having a child without an official ASD
diagnosis but with ASD behavioral patterns, and one person reported having an autism spectrum
diagnosis. Thirty-seven percent of parents reported having one child, 49% have two children,
24% have three children, 11% have four children, 2% have five children, 1% have six children,
and 1% have seven children. Six participants did not report the number of children they parent.
The average age of all children with an ASD diagnosis was 11 years old (ranging from 1 to 52).
Two percent of participants reported zero children with an official ASD diagnosis, 84% reported
one child with an ASD diagnosis, 12% reported two children with an ASD diagnosis, and 2%
reported three children with an ASD diagnosis. Seventeen percent of participants’ children
diagnosed with ASD were female, their average age was 11 years old (ranging from 2-23), and
83% were male with the average age being 9 years old (ranging from 6 months to 27).
Procedures
After the university’s Institutional Review Board approved this project, the survey was
made available online. The survey consisted of open-ended questions about privacy rules and
boundary turbulence and closed-ended measures about frequency of sharing ASD diagnosis and
evaluations of the boundary turbulence conversation (please see the appendix). The survey was
hosted on surveymonkey.com.
Resulting data were collected via web survey, and individual respondent IDs were
assigned to each participant. All identifying information that can identify individuals was
eliminated from a master data spreadsheet.
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Scaled Measures
Four scales were created for use in the study: frequency of disclosure, perceived
conversational effectiveness, inappropriateness of the other’s behavior, and ethics of the
conversation. All scales were evaluated for internal consistency, parallelism, item-to-total
correlations, and alpha reliability. The responses were gathered on 5-point scales and measures
were coded to reflect greater endorsement of the construct.
Frequency of disclosure measured the extent to which parents reported sharing
information about their child’s or children’s ASD diagnosis. There were two items that assessed
frequency (e.g., I frequently share my child(ren)’s autism spectrum diagnosis with other people).
The scale was reliable, α = .96, M = 3.66, SD = 1.05.
Perceived conversational effectiveness measured the respondent’s perceptions that her or
his actions in the conversation were effective and advanced forward her or his goals. There were
four items that assessed conversational effectiveness (e.g., I was effective in the conversation).
The scale was reliable, α = .93, M = 3.64, SD = 0.89.
Inappropriateness of the other’s behavior measured the respondent’s evaluation of
whether or not the other person was behaving in an inappropriate manner in the conversation.
There were four items that remained after measurement analysis removed two items (e.g., Some
of the other person’s remarks were inappropriate). The scale was reliable, α = .90, M = 2.60, SD
= 1.22.
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The measure that was created for the study was a measure of whether the person felt her
or his behaviors were ethical. There were two items in the measure (e.g., My behavior was
ethical). The scale was reliable, α = .93, M = 4.21, SD = 0.82.
Inductive Coding
Inductive codes were derived for eight of the questions on the code book. For each set of
responses, a similar coding process was completed. Initially, two of the authors independently
read the data to identify themes. During the process of open coding, the overarching themes
within the responses were identified. When the researchers had a list of possible themes, the two
authors discussed the overlap and distinctions between the coding systems. Any disagreements
were then discussed and resolved among the researchers.
The result of the inductive analyses was a complete code book that could be applied
mutually exclusively and exhaustively to the responses. At that time, two research assistants
were trained to use the coding systems. Four coding systems were generated— communicate
with about your child’s autism spectrum diagnosis outside of your immediate family (κ = .84),
circumstances that lead you to reveal that your child has an autism spectrum diagnosis (κ = .86),
information usually provided about a child’s diagnosis (κ = .87), In revealing that your child has
an autism spectrum diagnosis when your child with the diagnosis is present, not present, or both
(κ = .83). The remaining four coding systems were not used in our evaluation, but the Kappa
ratings are as follows: circumstances that led you to disclose that your child has an autism
spectrum diagnosis (κ = .76), description of the other person to whom that information was
revealed (κ = .87), the situation that made you feel like you should share your child’s diagnosis

15

(κ = .84), and what was said when parents revealed the information (κ = .89). The coding
systems are reported in the next chapter in answer to the first three research questions.

CHAPTER 4
RESULTS
Core and Catalyst Privacy Rules
In the CPM (Petronio, 2013), privacy rules fall into two categories: core or catalyst.
Research Question 1 asked what core and catalyst privacy rules parents of children with an ASD
diagnosis report. To answer Research Question 1, four survey questions were inductively coded.
The process of analyzing the results for all four prompts was similar. Specifically, after deriving
initial inductive category codes, an additional coder was trained and the responses were mutually
exclusively and exhaustively coded according to the coding system per question. The data in
answer to RQ1 are presented by prompt. A summary analysis follows the typologies for the
categories.
The first privacy rule prompt requested that participants describe with whom they
typically share their child’s or children’s ASD diagnosis. The prompt was, “Please describe who
you TYPICALLY communicate with about your child(ren)’s autism spectrum diagnosis outside
of your immediate family.” The inductive coding for the question resulted in seven codes:
family friend’s coworker (5 %); professionals, peer parents, new teachers (11%); another ASD
parent (34%); anyone (17%); communication problems (4%); never (23%); other (7%).
The family/friends/coworkers category was defined as having the respondent answer in
such a way he or she reveals information only to family, friends, or coworkers. For example, “I
inform babysitters and the parents of my son's friends.” The next category, professionals, peers,
new teachers, applied to individuals who reveal diagnosis information only to those in a

17

professional relationship with their child (e.g., teachers, school nurses, doctors). The
category labeled “another ASD parent” referenced that the respondent reveals diagnosis
information only if the other person has a child with a diagnosis on the autism spectrum (e.g.,
only if someone else tells me that her child has ASD). The next category, anyone, was defined
as the respondent showing a willingness to openly share private information with anyone as long
as the other individual shows genuine interest (e.g., usually will tell them if they are interested.).
The communication problems category was defined as respondents reporting that they will reveal
ASD information in the event of encountering people being ignorant to their child. For example,
one participant stated, “when some people just stare at him.” The never category reflected that
the respondent does not share information about an ASD diagnosis in any event (e.g., I don’t).
The final category was an “other” category and reflected responses that did not fit other
categories or were not logical responses to the prompt (e.g., lost words around 18 months).
The second privacy rule prompt focused on the contexts that result in sharing information
about a child’s or children’s ASD diagnosis. Specifically, the prompt was, “Please describe what
circumstances TYPICALLY lead you to reveal that your child has an autism spectrum diagnosis
(e.g., if another person appears to have a child on the spectrum, if it seems another person is
curious, etc.).” This question dealt with the circumstances that lead the participants to reveal that
their child has an autism spectrum diagnosis. The inductive coding process derived a typology
with the following categories: conversation with friends or colleagues (5%), another ASD parent
(14%), professionals (7%), anyone (12%), during communication problems (9%), during
disruptive behavior (37%), ignorance (4%), never (13%), other (1%).
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The respondents answered this question in such a way to explain the contexts that elicit
sharing the diagnosis information about their child or children. Reponses in this category showed
that sharing private information occurred while talking to friends, colleagues, or during
conversations about children (e.g., I was talking to my best friend about my son and told her the
doctor thought he might have autism). The category labeled “another ASD parent” was defined
as individuals sharing information only if they knew the other person was a parent who was
parenting a child with an autism spectrum diagnosis (e.g., only if someone else tells me that their
child has ASD.) The professionals category was defined as the respondent reporting he reveals
diagnosis information only to those outside the family in a professional relationship (e.g.,
teachers, school nurse, doctors, parents of the child’s peers, new teachers). The next category,
anyone, was comprised of responses that suggest that some parents will literally reveal to
anyone, no circumstance need be encountered (e.g., I tell everybody). The category labeled
“during communication problems” included the times when a parent in public would feel the
need to intercede in an interaction (e.g., I stepped in when I noticed the clerk repeating what he
had said and getting loader with my child). The category during disruptive behavior was defined
by the responses focusing on revealing ASD diagnosis information in the event of an overstimming event (e.g., I usually will tell them after my child had a meltdown in the aisle). The
ignorance category reflected respondents answering in such a way that they will reveal ASD
information in the event of encountering people being judgmental or unsympathetic (e.g., When
people just stare at him or give funny looks at me and my child). In the never category, the
respondent reported that she or he never reveals information (e.g., I would not say a word about
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the subject). The final category was an “other” category that was reserved for a respondent who
answered in such a way that made no logical sense to the question (e.g., lost words at 18
months).
The third privacy rule prompt addressed the nature of the private information that parents
share with others. The question was, “When you TYPICALLY reveal your child(ren)’s autism
spectrum diagnosis, what information do you usually provide (e.g., only that your child has
special needs, that your child has an autism spectrum diagnosis, information about symptoms
associated with the diagnosis, etc.).” This would include a child’s or children’s diagnosis but
may also be a broader nature of information. There were seven inductive codes derived from this
question: explain what ASD is (74%), anytime (9%), during activities, (2%), avoid saying
anything (2%), depends upon the situation (3%), advocate on behalf of my child (7%), other
(2%).
The first category, explain what ASD is, contained answers that reported that the parent
revealed information about her or his child's ASD diagnosis in order to clarify his or her
diagnosis and behavior (e.g., He has a form of autism). The category anytime contained
responses that suggested the parent discusses anything and everything, whatever the person
needs to hear in order to understand (e.g., whatever they want to know). The third category,
during activities, involved answers that explained that parents discuss what activities their child
can do or cannot do (e.g., I usually discuss activities my son likes to do). The next category,
avoid saying anything, was defined as the respondents reporting that they do not reveal, under
any circumstance, their child’s or children’s diagnosis information (e.g., I usually tend to avoid
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saying she has ASD if it's a stranger in real life [not on social media]. I'll tend to say that she has
some "sensory issues" and that she is very hyper and won't sit still). The next category, depends
on the situation, was defined as the respondent answering in such a way that her or his levels of
disclosure vary, sometimes a lot of detail and sometimes not so detailed:
This Friday, while in the waiting room of the therapy clinic I attend, a mom was holding
her son. He has a physical disability; I had seen her before. Her son bit her chin while
she was holding him and her purse went flying. Phone and wallet landing away from her.
I picked up her things and placed her purse closer to her. She thanked me. I remarked,
"It takes a village." I asked if she was alright, the bite looked badly, I thought she might
cry. She said she was having a hard day. I told her that I understood. After both boys
went in with their respective therapists, I asked about her son’s dx. She shared that he
had CP so I shared my son’s dx.
The “advocate on behalf of my child” category reflected answers that suggested parents
provide information in order to benefit their children (e.g., When it is needed to get him
additional help). The final category was “other” and contained responses that made no logical
sense to the question (e.g., huh).
The final privacy rule prompt related to whether individuals spoke to others about ASD
when their child or children were present. The prompt was, “Do you typically reveal that your
child has an autism spectrum diagnosis when your child(ren) with the diagnosis is with you,
when they are not with you, or are you equally likely in either circumstance?” The question
addressed the relational context that may relate to sharing private information. The inductive
coding of the question resulted in five categories: anytime (14%), when the child is not there,
(16%), either with or without child present (52%), depends on the situation (17%), other (3%),
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The category anytime contained responses that reflected that the parent would discuss her
or his child's diagnosis openly (e.g., yes). The category labeled “when the child is not there” was
defined by responses that suggested parents would not discuss their child's diagnosis with their
children there (e.g., usually not with me). The next category, either with or without child present,
reflected responses that reported that the respondent would discuss her or his child's diagnosis
with or without the child present (e.g., both). The depends on the situation category contained
responses that suggested sharing private information depends on the situation (e.g., depends).
The final category was “other” and contained responses that did not fit other categories or made
no logical sense to the question (e.g., huh).
In response to RQ1, core and catalyst criteria are used by individuals to create their
privacy rules. The coded responses suggest that the participants were more likely to reveal
private information to other parents of children with an ASD diagnosis; there are important
implications for the role of comfort or similarity in this response.
Some of the responses speak to an existing privacy orientation rather than a privacy rule:
never or anyone. These categories suggest complete closedness or complete openness in the
boundaries related to ASD diagnoses. A privacy rule that is practiced often becomes an
orientation over time (Serewiz & Canary, 2008). The report of being completely closed with
information or completely open with information reflects opposite extremes of privacy
orientations, but both reflect an orientation rather than a privacy rule.
The revelation that individuals speak with other parents and that they report privacy
orientations suggests the operation of core criteria in sharing private information. Catalyst

22

criteria were also evident in the responses. Disruptive behavior was reported as a common reason
that individuals shared information about their child’s or children’s ASD diagnosis. Disturbing
behavior, or “stimming” as it is often called, reflects a child’s need to perform sensory-regulative
behaviors that may violate traditional social norms. For example, disturbing behaviors may be
passive (e.g., swaying in place) or active (e.g., physical manifestations). Individuals who are
“stimming” may violate interpersonal space, sing, recite, or perseverate in ways that draw the
attention of others. The qualitative responses suggest that stimming is the leading situation that
triggers revealing that a child or children have an ASD diagnosis.

Privacy Rules and Frequency of Sharing ASD Diagnosis
The focus of the second research question was whether the inductively derived codes that
describe core and catalyst criteria were predictive of the frequency of disclosing a child’s or
children’s ASD diagnosis. To answer Research Question 2, a series of regression analyses were
conducted with frequency of disclosure as the criterion variable. Several of the inductively
derived category systems were relevant to the research question. Those categories were
represented by dummy codes (0 = absent, 1 = present). The set of dummy codes (N-1 codes) to
represent the inductively derived category codes were used as the predictor variables in the
analyses.
In the first analysis, the codes to reflect who the respondent typically told about their
child’s or children’s ASD diagnosis were used as the predictor variables. As a set, the categories
predict the frequency of sharing diagnosis information, F (6, 117) = 3.25, p = .005, R2 = .14.
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None of the individual categories, however, were statistically significant: family, friends, coworkers, β = .03; professionals, β = -.17; another ASD parent, β = -.05; anyone, β = -.02;
communication problems, β = -.06; never, β = .28.
In the second analysis, the codes to reflect what typically leads parents to share their
child’s or children’s ASD diagnosis were used as the predictor variables. As a set, the categories
predict the frequency of sharing diagnosis information, F (8, 115) = 2.31, p = .03, R2 = .14.
Most of the individual categories, however, were not statistically significant: colleague question,
β = -.08; another ASD parent, β = -.10; professionals, β = .11; anyone, β = .09; communication
problems, β = .12; during disruptive behaviors, β = -.04; ignorance, β = .10. The category
“never” was a statistically significant predictor of the frequency of disclosure, β = -.26, p = .005.
The final analysis that was conducted to address RQ3 reflected the type of information
that parents disclose and the frequency of disclosure. In this analysis, the codes that reflect the
type of information that parents share were used as the predictor variables. As a set, the type of
information did not predict the frequency of sharing diagnosis information, F (7, 116) = 1.67 p =
.12, R2 = .09. This is a bit curious because one type of information that a parent could share is
that his or her child has an ASD diagnosis. Most of the individual categories, however, were not
statistically significant: ASD, β = -.17; activities, β = -.11; avoid saying anything, β = -.15;
symptoms, β = -.04; assistance and advocacy, β = -.22. Respondents who indicated that they
shared whatever the other person wanted to know were actually significantly less likely to share
their child’s or children’s diagnosis, β = -.28.
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In general, the results suggest that privacy orientations that would be indicative of
decisions to share or not share information frequently are not predicted by privacy rule
foundations. Instead, the privacy orientation of the family is likely to guide the frequency of
disclosure of an ASD diagnosis. Frequency of sharing information about a child’s or children’s
ASD diagnosis was significantly different from the scale midpoint, t (123) = 6.98, p < .001. This
finding indicates that people do report sharing information. The frequency of sharing is simply
not predicted by the presence of individual aspects of privacy rule foundations.
Boundary Turbulence
In addition to investigating privacy rule foundations, the goal of the thesis was to
examine types of boundary turbulence that parents of children with ASD diagnoses experience.
Boundary turbulence occurs when a person is unable to elect to use his or her privacy rules about
sharing private information. This may occur because a person who co-owns the information has
shared it in a way that the original owner would not prefer (Petronio, 2002). Boundary
turbulence, in this case, may result from any number of sources. The protocol prompted
individuals to provide examples of boundary turbulence. The prompt was worded, “Please
describe the circumstances that led you to disclose that your child has an autism spectrum
diagnosis.” The responses to the question were inductively coded. An additional coder was
trained and the coders applied the typology to mutually exclusively and exhaustively code the
responses. There were eleven categories of boundary turbulence in the dataset: colleague
question or conversation (7%), difficult behavior (33%), disruptive behavior nicely (11%), weird
looks given by onlookers (4%), anger of those my child was engaging (1%), to help or advocate
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(5%), communication difficulties (4%), share any time (4%), work related (1%), never (6%),
other (5%).
The category labeled “colleague question or conversation” contained responses that
suggested the conversation that involved sharing private information was one with a colleague,
friends, or during conversations about children (e.g., I was talking to my best friend about my
son and told her the doctor thought he might have autism). The difficult behavior category was
defined to include responses that explained that parents reveal private information when their
child is displaying difficult behavior or possibly counter-normative behavior (e.g., when she was
upset at a noisy restaurant acting out). The next category, disruptive behavior nicely, involved
instances of sharing private information in response to receiving weird or disapproving looks
from other people while the child was not performing a particularly difficult behavior (e.g., I was
on the train and my daughter was happy babbling. She was getting irritated and asked me "Why
does she make that sound?" and I politely informed her that we had Autism). The next category
was labeled “weird looks given by onlookers” was defined as sharing private information in
response to nonverbal triggers by the other person (e.g., weird look or some kind of tone in a
person’s voice).
The next category, anger of those my child was engaging, was defined as responses that
suggested that the other person’s anger or impatience prompted the parent to share private
information (e.g., anger at the lack of patience she was showing to my child and borderline
making fun of him). The to help or advocate category reflected sharing private information in
order to advocate on behalf of their child, to help another person who might need information, or
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to educate uninitiated people about how to interact with their child (e.g., I felt compelled to
disclose my son's autism spectrum diagnosis to a friend who was not aware that their own child
was on the spectrum, so I thought that if I shared our journey, they might see similarities and
decide to have their child tested). In the communication difficulties category, the respondents
explained that the situation involved their child having trouble or difficulty communicating to
someone else (e.g., My son was having difficulty communicating to order his food at a cafe and
was flapping his hands and making funny noises. I explained his behavior). The share anytime
category included responses that reported that the parents revealed diagnosis information openly
and that no situational trigger was necessary to have the parent reveal information (e.g., There
isn't a circumstance where I would not have normally told... I'd tell anyone). The work-related
category was defined as parents revealing private information because of parental work, such as
absences or tardiness, to work supervisors or coworkers (e.g., discussing workload and hours
with my boss, had to provide context that I was spending a lot of time on autism-related
appointments and paperwork). The never category was derived for those responses that simply
answered “never” (e.g., under no circumstances, or never). The final category was “other” and
contained those responses that made no logical sense to the question (e.g., it’s not a secret people
need a real-life example).
The most common form of boundary turbulence, disruptive behavior, was parallel to the
catalyst criteria reported in response to RQ1. In general, it appears as though a child’s or
children’s behaviors are a common motivational force that leads to a parent sharing private
information when he or she may not have elected to do so.
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Boundary Turbulence and Conversational Evaluations
In a parallel fashion to the analyses reported in test RQ2, RQ4 was tested using a series of
regression analyses. In these three analyses, there were different criterion variables: perceived
effectiveness of the parent’s communication, inappropriateness of the other’s communication,
perceived ethicality of the parent’s communication. The predictor variables were the dummy
codes that were used to represent the types of boundary turbulence reported by parents. The
codes were entered as a block into the regression analysis.
The types of boundary turbulence, as a block, did not predict self-reported effectiveness,
F (10, 94) = 1.15 p = .35, R2 = .12. The standardized regression coefficients for the categories
are reported in Table 1. Difficult behavior of the child and anger were statistically significant,
negative predictors of the parent reporting effectiveness in her or his interaction with the other
person. Having an openness privacy rule also approached traditional levels of statistical
significance. The other categories were not predictive of effectiveness.
Perceptions that the other person was behaving inappropriately were not predicted by the
type of boundary turbulence that the parent reported, F (10, 93) = 1.24 p = .28, R2 = .03. The
standardized regression coefficients for the categories are reported in Table 1. Only
communication difficulties approached traditional levels of statistical significance in the
analysis.
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Table 1 REGRESSION ANALYSIS
Effective β

Ethical β

-.26

Inappropriate
other β
-.11

Difficult behavior

-.49**

.02

.14

Acting out nicely

-.12

-.06

.22†

Weird looks

-.08

-.04

-.07

Anger

-.27*

.17

.13

To help or advocate

-.22

-.15

.10

Communication
difficulties

-.07

-.26†

.13

Share anytime

-.24†

.02

.03

Work related

-.10

-.07

.001

Colleague question or
conversation

.07

Never
-.12
-.09
-.03
Note: Asterisks denote statistically significant standardized regression coefficients. **p < .01,
*p<.05, † p <.10
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The perception of the parent that he or she was behaving ethically was not predicted by
the types of boundary turbulence, F (10, 94) = 0.67 p = .75, R2 = .07. The standardized
regression coefficients for the categories are reported in Table 1. Only acting out nicely
approached traditional levels of statistical significance.
In this dataset, the types of boundary turbulence had little association with the evaluation
of the conversation. It is possible that rather than the type of the turbulence, the success or lack
thereof for the parent would be a better predictor of conversation evaluations. In essence, the
boundary turbulence category indicates what triggered the interaction. A measure of the nature
of the conversation is likely to be a better indicator of the conversation evaluations of parents.

CHAPTER 5
DISCUSSION
The goal of this thesis was to look at how and when parents of children with an ASD
diagnosis share private information. The primary focus of the project was to investigate the
privacy rule foundations of parents. In so doing, the core and catalyst criteria that influence
sharing private information were analyzed. The forms of boundary turbulence that motivate
sharing private information were also investigated. The project was framed in Petronio’s (2002)
communication privacy management theory.
The critical research question of the thesis focused on the core and catalyst criteria that
parents report. Three findings emerged from the inductive coding of the responses related to
privacy rules. First, parents with a child or children who have an ASD diagnosis reported being
more likely to reveal their child’s or children’s diagnosis to other parents who have children with
an ASD diagnosis. One of the clear core criteria, then, would be similarity in parenting
experiences. Second, disruptive behavior was a commonly reported catalyst criterion. Although
parents may prefer to keep information private, a child’s behavior may motivate a parent to share
information to provide an account for counter-normative behavior performed by the child. Third,
parents reported boundary management. In particular, both extremes (i.e., never sharing
information or sharing information with anyone) were evidenced in the responses.
In addition to investigating the nature of privacy rules, the thesis sought to associate
privacy rules with the frequency of sharing information. According to CPM scholars (e.g.,
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Petronio, 2013; Serewicz & Canary, 2008), frequency may form the basis for the
generation of privacy orientations. In this investigation, the privacy rules were not predictive of
frequency of sharing diagnosis information with others. That may be because the privacy
orientation of the family guides the frequency of disclosure of an ASD diagnosis rather than
specific ASD-related privacy rules. That may also be because disruptive behavior acts as a
catalyst for revealing private information and that type of behavior can vary in frequency.
The last two research questions in the thesis focused on boundary turbulence. Although a
diverse set of inductive categories emerged in the dataset, disruptive behavior appears to be an
important cause of boundary turbulence. In the open-ended responses, disruptive behavior was
commonly reported as a reason for a parent to share private information when he or she would
not have otherwise elected to share. It appears as though individuals offer information as an
account for their child’s or children’s potentially counter-normative behaviors.
The final research question addressed whether the forms of boundary turbulence were
predictive of evaluations of the conversation. The results indicated that the types of boundary
turbulence had little association with the evaluation of the conversation. It is possible that rather
than the type of the turbulence, the success of conversational goals (or lack thereof) may be a
better predictor of conversation evaluations. In essence, the boundary turbulence category
indicates what triggered the interaction. A measure of the successfulness of the conversation is
likely to be a better indicator of the conversation evaluations of parents.
Overall, the thesis results indicate a great deal of support for the CPM in this context.
Individuals were able to articulate why and when they share information about their children’s
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autism spectrum diagnoses. Their responses indicate that there are privacy orientations evoked
in these decisions (i.e., never share information or always share information). The responses also
demonstrate that core and catalyst criteria as well as boundary turbulence operate to govern
sharing private information.
The results do not, however, provide a great deal of insight into the amount of sharing or
the evaluation of conversations that involve private information sharing. The privacy rule
foundations were not predictive of the frequency of sharing information. The forms of boundary
turbulence were not predictive of the evaluations of the conversations when a parent shared
private information. This suggests an avenue of future research. What does predict the
frequency of sharing private information? What makes a parent feel that a conversation was
effective and appropriate when he or she shared private information?

Limitations and Directions for Future Research
Although the study provided valuable insight into the privacy rules and boundary
turbulence reported by parents, the study is not without limitations. The sample was limited in a
few ways, namely in the lack of a paternal element of the parental dyad, and the protocol did not
request marital status of the participants. The reasoning for this omission was that the focus was
on “parents” of children with an autism diagnosis, and whether or not they were married was not
a direct concern for the study at hand. However, future research can look into marital status.
Stress, such as the stress of parenting a child with an ASD diagnosis, may be associated with
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marital separation. Blended families require information sharing patterns to be established anew
with the new family.
The race or ethnicity of the participants was largely Caucasian. It is best to think of the
sample as potentially lacking generalizability. With a larger sample, further insight may have
been possible. The sample does, however, present a direction for future research. Future
research might benefit by recruiting a sample that includes more fathers of children with an
autism spectrum diagnosis.
A second limitation of the study is derived by evaluating the prompts. Privacy rules were
generated by investigating typical times that respondents shared their child or children’s ASD
diagnosis. It is possible that asking about the most recent time would have changed the nature of
the responses. It is also possible that information beyond the diagnosis may be more meaningful.
These two aspects of the protocol present possible avenues for future research.
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APPENDIX CODE BOOK FOR SURVEY RESULTS
Question
Please describe who you TYPICALLY communicate with about your child
1
(ren) s autism spectrum diagnosis outside of your immediate family.

Code #
A
B

C

Data code

Category
descriptor
No Reply
No Reply given
Family/Friends/Coworkers Respondent
answered in such a
way that they
reveal only to
Family, or friends,
or coworkers,

Professionals

Example from data

blank
I inform babysitters and
the parents of my son's
friends. I don't usually
tell strangers. My son
has high-functioning
Asperger’s syndrome so
he does not do many
behaviors that read as
abnormal (at least for a
five-year-old) so I don't
tell strangers about his
diagnosis.
Respondent
Peer parents, new
answered in such a teachers
way that they
reveal only to
those outside the
family in a
professional
relationship
(Teachers, School
Nurse, Doctors).
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D

Another ASD parent

Respondent answered in
such a way that they
reveal to anyone; no
circumstance need be
encountered

Only if someone else
tells me that their child
has ASD.

E

Anyone

Respondent answered in I usually will tell them if
such a way that they will they are interested.
reveal ASD information
in the event of an over
stimming event

F

communication
problems

Respondent answered in When some People Just
such a way that they will stare at him
reveal ASD information
in the event of
encountering people
being ignorant to my
child

G

Never

Respondent answered in
such a way that they
have not revealed ASD
information in any event

I don’t

H

Other

Respondent answered in
such a way that made no
logical sense to the
question.

Lost words around 18
months

Question
Please describe what circumstances TYPICALLY lead you to reveal that
2
your child has an autism spectrum diagnosis (e.g., if another person appears to have
a child on the spectrum, if it seems another person is curious, etc.).
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Code #
A
B

Data code
No Reply
Colleague Question or
Conversation

Category descriptor
No Reply given
Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while talking to
friends, colleagues, or
during conversation
about children.

Example from Data
blank
I was talking to best
friend about my son and
told her the doctor
thought be might have
autism

C

Another ASD parent

Respondent answered in
such a way that they
reveal to anyone; no
circumstance need be
encountered

Only if someone else
tells me that their child
has ASD.

D

Professionals

Respondent answered in
such a way that they
reveal only to those
outside the family in a
professional relationship
(Teachers, School
Nurse, Doctors).

Peer parents, new
teachers

E

Anyone

Respondent answered in I usually will tell them if
such a way that they will they are interested.
reveal ASD information
in the event of an over
stimming event

F

communication problems

Respondent answered in When some People Just
such a way that they will stare at him
reveal ASD information
in the event of
encountering people
being ignorant to my
child
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G

During disruptive behavior

Respondent answered in
such a way that they
only reveal information
in the event of
disruptive behavior.

When they are having a
meltdown in public.

funny looks from parents
or people

H

Ignorance

Respondent answered in
such a way that made no
logical sense to the
question.

I

Never

Respondent answered in
such a way that they
have not revealed ASD
information in any event

I don’t

J

Other

Respondent answered in
such a way that made no
logical sense to the
question.

Lost words around 18
months

Question
When you TYPICALLY reveal your child (ren) s autism spectrum
3
diagnosis, what information do you usually provide (e.g., only that your child has
special needs, that your child has an autism spectrum diagnosis, information about
symptoms associated with the diagnosis, etc.).
Code #
Data code
Category descriptor
Example from Data
A
No Response
No Reply given
blank
B
ASD
Respondent answered in "He has a form of
such a way that the
autism".
circumstance they reveal
information about their
child's ASD diagnosis
was just that their child
has a diagnosis of
autism spectrum
disorder.
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C

Anytime

Respondent answered in Whatever they want to
such a way that they
know
discuss anything, and
everything, whatever the
person needs to hear in
order to understand.

D

Activities

Respondent answered in
such a way that they
discuss what activities
their child can do, or
cannot do.

I usually discuss
activities my son likes to
do.

Respondent answered in
such a way that they do
not reveal, under any
circumstance, their child
(ren) diagnosis.

I usually tend to avoid
saying she has ASD if
it's a stranger in real life
(not on social media). I'll
tend to say that she has
some "sensory issues",
and that she is very
hyper, and won't sit still.
Severe Learning
Difficulties

E

F

G

Avoid Saying
Anything

Symptoms

Depends on the
Situation

Respondent
answered in such a way
that they reveal only
symptoms of ASD
without labelling the
diagnosis.
Respondent answered in
such a way that they
level of disclosure vary,
sometimes a lot of
detail, and sometimes
not so detailed.

What I share depends on
the situation. For
instance, this Friday,
while in the waiting
room of the therapy
clinic I attend, a mom
was holding her son. He
has a physical disability;
I had seen her before.
Her son bit her chin
while she was holding
him and her purse went
flying. Phone and wallet
landing away from her. I
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H

Assistance/Advocate

Respondent answered in
such a way that they
offer assistance to the
person embroiled in
difficult behavior.

I

Other

Respondent answered in
such a way that made no
logical sense to the
question.

picked up her things and
placed her purse closer
to her. She thanked me.
I remarked, "it takes a
village." I asked if she
was alright, the bite
looked badly, I thought
she might cry. She said
she was having a hard
day. I told her that I
understood. After both
out boys went in with
their respective
therapists, I asked about
her son’s dx. She shared
that he had CP so I
shared my son’s dx.
When it is needed to get
him additional help

test

Question
Do you typically reveal that your child has an autism spectrum diagnosis
4
when your child (ren) with the diagnosis is with you, when they are not with you,
or are you equally likely in either circumstance?
Code #
Data code
Category descriptor
Example from Data
A
No Reply
No Reply Given
blank
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B

Anytime

C

When the child is not Respondent answered in
such a way that they
would NOT discuss
their child's diagnosis
with their children there

there

Respondent answered in
such a way that they
would discuss their
child's diagnosis with
their children there

yes

Usually not with me

D

Both with me or not

Respondent answered in
such a way that they
would discuss their
child's diagnosis with
their children is present
or not.

both

E

Depends

Respondent answered in
such a way that they
signified it depends on
the situation.

depends

F

Other

Respondent answered in
such a way that made no
logical sense to the
question.

huh

Question
Please describe the circumstances that led you to disclose that your child
5
has an autism spectrum diagnosis.
Code #
Data code
Category descriptor
Example from Data
A
No Reply
No Reply given
blank
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B

Colleague Question or
Conversation

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while talking to
friends, colleagues, or
during conversation
about children.

I was talking to best
friend about my son and
told her the doctor
thought be might have
autism

C

Difficult Behavior

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while their child
was displaying difficult
behavior

When she was upset at a
restaurant

D

Acting out Nicely

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while acting out in a
non-stimming way (such
as: singing,
inappropriate social
action, etc.)

I was on the train and my
daughter was happy
babbling. She was
getting irritated and
asked me "why does she
make that sound?" And I
politely informed her
that we had Autism.

E

Weird Looks

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while getting weird
looks or disapproving
looks from other people.

A weird look or some
kind of tone in a
person’s voice.
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F

G

H

I

Anger

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while feeling anger
toward a person that is
impatient with their
child, or rude toward
them.
To Help or Advocate Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was to advocate on
behalf of their child, to
educate uninitiated
people to how to interact
with their child.

Communication
Difficulties

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while noticing that
their child was having
communicating to
someone else.

Share Any time

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was Any time, no reason
needed.

Anger at the lack of
patience she was
showing to my child and
borderline making fun of
him

I felt compelled to
disclose my son's autism
spectrum diagnosis to a
friend who was not
aware that their own
child was on the
spectrum, so I thought
that if I shared our
journey, they might see
similarities and decide to
have their child tested.
My son was having
difficulty
communicating to order
his food at a cafe and
was flapping his hands
and making funny
noises. I explained his
behavior
There isn't a
circumstance where I
would not have normally
told... I'd tell anyone.
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J

Work Related

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was while explaining
absences, or tardiness to
my work supervisors, or
coworkers.

K

Never

Respondent answered in
such a way that revealed
the situation they reveal
diagnosis information
was never, under no
circumstances.

L

Other

Respondent answered in
such a way that made no
logical sense to the
question.

Discussing workload and
hours with my boss, had
to provide context that I
was spending a lot of
time on autism-related
appointments and
paperwork.

It’s not a secret people
need a real life example

Question
Please describe the other person. (For example, was the person a friend,
6
stranger, etc. Was the person young, middle aged, male or female, etc.)
Code #
Data code
Category descriptor
Example from Data
A
No Reply
Nothing entered
blank
B
Male
The respondent signified old/young man I
acquaintance/stranger
that the other person in
know/don’t know
the scenario by age and
male
C

Age Female
acquaintance/stranger

The respondent signified old/young lady I
that the other person in
know/don’t know
the scenario by age and
female
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D

Age no Gender

The respondent signified some old person
that the other person in
the scenario by age and
no gender specified

E

Male Stranger

The respondent signified some man I did not
that the other person in
know
the scenario by no age
but male and a stranger

F

Female Stranger

The respondent signified some woman I do not
that the other person in
know
the scenario by no age
but female and a
stranger
The respondent signified someone
that the other person in
the scenario not by age
or gender, but a stranger
is specified

G

Unknown Gender
Stranger

H

Acquaintance

The respondent signified A friend, or a neighbor
that the other person in
the scenario not by age
or by but identified as an
acquaintance

I

Anyone

The respondent signified
that the other person in
the scenario can be
anyone they encountered

anyone

Question
What happened that made you feel like you should share your child (ren) s
7
diagnosis?
Code #
Data code
Category descriptor
example from Data
A
No Reply
No Reply given
blank
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B

He or She Has ASD

Respondent replied with
their recollection of
what was shared was
generally: "my child has
ASD"

My child has ASD.

C

Previously Stated

Respondent replied with
their recollection of
what was shared was
previously explained

stated before

D

Explain Symptoms

Respondent replied with
their recollection of
what was shared was "a
detailed explanation of
ASD symptoms"

my child does not talk
much

E

Never Happened

Respondent replied with
their recollection of
what was shared was
"nothing, or has not
happened"

has not happened yet

Question
8
Code #
A
B

What, in as much detail as you can recall, did you say?
Data code
No Reply
Seems Normal

Category descriptor
Example from Data
No Reply given
Blank
Respondent’s perceived he/she seems normal to
reaction to the encounter me
was that it was a
“normal" conversation

C

Embarrassed

Respondent’s perceived he turned red, and said
reaction to the encounter sorry
was that the other
person seemed
embarrassed
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D

Whatever

E

Apologetic

F

Concerned

Respondent’s perceived
reaction to the encounter
was one of not caring
one way or another

I said before assuming
things maybe just maybe
you should take a minute
and think what other
reasons there may be for
the child acting this way.
My daughter has autism
and can’t control her
frustration.
Respondent’s perceived So sorry, she's autistic,
reaction to the encounter excuse us.
was apologetic
Respondent’s perceived I get it, my son is on the
reaction to the encounter spectrum.
was that they seemed
concerned about the
information

